The Summit program will provide hours of opportunities for self-advocates, family members and caregivers to learn about various important issues related to life as an adult with Down syndrome. There are more than 25 breakout and plenary keynote sessions scheduled throughout the one and one-half days of the Summit.
Several NTG members have agreed to present on topics focused on the aging adult with Down syndrome and those experiencing a decline in skills or with Alzheimer's disease. In addition, there will be sessions on residential and vocational options, person-centered planning, financial planning, healthy relationships, siblings, and grass-roots advocacy.
Featured speakers include Dr. George Capone, from the Kennedy-Krieger Institute in Baltimore, Maryland, who will talk about common medical conditions seen in adults with Down syndrome.
Dr. Harold "Hackie" Reitman, President and Founder of Different Brains in Fort Lauderdale, Florida will share his insights on neurodiversity-basic variations in the human brain and how this can help us celebrate the differences in people with Down syndrome to improve their lives and maximize their potential.
Dr. William Sears, a well-known pediatrician and father to Stephen, 26, who has Down syndrome, will share actions he and his wife took to help Stephen live his best life, and reassure everyone that it's never too late to get healthy.
Joe Shaprio, a NPR news investigations correspondent will speak with Mary Clayton, a parent advocate and mother of a young woman whose story was shared in Mr. Shapiro's series on sexual assault of people with intellectual disabilities.
Rob Snow, parent of a son with Down syndrome and motivational speaker will provide attendees with a humorous and powerful experience about managing through life's biggest challenges.
In addition, Dr. Matthew Janicki, NTG, Sandra Fournier, Seven Hills Rhode Island and Jennifer Sladen, the Arc US, will lead a discussion about explaining dementia to people with intellectual disabilities. Self-advocates, family members and caregivers are invited to provide their perspective on the development of a new section in a guide created for caregivers.
Visit the NDSS website to learn more about the Summit and to register. https:// www.ndss.org/2018-ndss-adult-summit/ Plan to stay another day to visit with members of Congress to discuss issues important to people with Down syndrome. Several of the NTG members had the opportunity to work with Karen Watchman when she hosted the International Summit on Intellectual Disability (ID) and Dementia in October 2016. Karen has done a great deal of writing and research on issues related to this topic. Jenny's Diary focuses on delivering the news of a diagnosis of dementia to a person with ID. It comes with photos, discussion prompts, and a booklet about how to frame the conversations for use. It is a rich resource that might be helpful for many family members and caregivers. If you happen to use Jenny's Diary, Karen would like feedback on how it was used, and if it was helpful. The link to the book is provided. Note: the website contains two versions; the one labeled "ID" is for US families and caregivers, as in the UK they use the term "LD" for people with an intellectual disability. www.learningdisabilityanddementia.org/jennys-diary.html
Note: The NTG, Seven Hill Rhode Island and the Arc of the United States are collaborating on material to help family members and caregivers explain dementia to a person with an intellectual disability. This work will be a new module for the publication, Intellectual Disability and Dementia: A Caregiver's Resource Guide for Rhode Islanders, which was highlighted in the September/October, 2017 issue of this newsletter. There will be a review of the module at the Down Syndrome Adult Summit; watch this newsletter for more information when it becomes available.
help reduce the anxiety she feels and she will know why she should get dressed.
Going out to eat may have been a preferred activity in the past. If now your loved one gets very loud and upset when eating out, perhaps you can go out at a time when there are fewer people and it is quieter.
Adapting the environment or the routine may feel like you are taking things away from the person you care about. If you reframe that thought it may help you understand that making adaptations and being flexible is one more way you can create an environment that is comfortable and safe for your family member and shows you still care about them.
N T G C A R E G I V E R N E W S V O L U M E 2 I S S U E 2
Life isn't About Waiting for the storm to pass...Its about learning to Dance in the Rain.
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The Program
The 2018 NDSS Down Syndrome Adult Summit is a conference hosted by the National Down Syndrome Society (NDSS) and its Self-Advocate Advisory Board (SAAB) in collaboration with the National Task Group on Intellectual Disabilities and Dementia Practices (NTG) and the National Alliance for Caregiving (NAC) to discuss important and critical topics for all adults with Down syndrome. Speakers and topics will align with NDSS' robust and comprehensive programs and pillars, including healthcare and research, inclusive education, community integration, economic selfsufficiency as well as employment and our NDSS #DSWORKS® Campaign. Agingrelated changes and health issues, including Alzheimer's disease, will also be covered. Join us for a day and a half and meet other families who share your journey. For more information visit the NDSS website at: http://www.ndss.org/2018-ndss-adult-summit/.
Topics of interest include the following:
The Location
The 2018 Adult Summit will be held at the Westin Arlington Gateway Hotel, 801 North Glebe Road, Arlington, Virginia 22203. To confirm a space in the NDSS room block at $239 per night at the Westin Arlington Gateway, please call 888-627-7076 and mention "NDSS."
The Cost
The cost for the 2018 Down Syndrome Adult Summit on April 9-10 is $50 per person. Adults ages 18 and up are welcome to attend. Register today.
The NDSS 2018 Buddy Walk on Washington
Annually, the NDSS hosts a two-day advocacy conference that brings the Down syndrome community together to advocate for legislative priorities that directly impact the lives of people with Down syndrome and their families. During the first day of the conference, advocates receive training. They head to Capitol Hill on the second day to meet with Members of Congress and their staff to discuss legislative issues that would advance education, research and healthcare opportunities for people with Down syndrome. This year, the Buddy Walk on Washington will follow immediately after the Down Syndrome Adult Summit. We encourage you to stay over to meet with Federal Legislators with other Down syndrome advocates. We want the people we care for to have a good quality of life, just as others do. We can provide opportunities for our family members to live their best life by focusing on things that they enjoy or make them feel good about themselves.
Various authors have identified the domains of being, belonging and becoming as important aspects of quality of life.
Being and belonging relate to the physical, psychological and spiritual self.
Being is supported through nutritious meals, exercise, a calm environment and hope for the future.
Belonging deals with the environment, which could be our home, neighborhood or community. Maintaining a clean and safe home is important, as is spending time with family, close friends and others in our community. Accessing professional services such as medical care and other community resources is part of the belonging domain.
Becoming is about practical, leisure and growth attributes. In this domain are our personal goals, our careers or other activities that give our life meaning. Becoming also includes activities that are enjoyable and relaxing, activities that help us cope with change and improve our health.
Cultural values also play a part in the expectations we have for our lives and ultimately our quality of life.
It is difficult to determine quality of life for someone else. Knowing what brings contentment to them will help.
To maintain a good quality of life for our family member with Alzheimer's or other dementia we can do several things. Pay attention to routines and the environment, especially as the disease progresses. People with dementia find comfort in keeping a schedule they are used to. When normal daily activities are changed, perhaps for a doctor appointment or because of the weather, it can be unsettling for them. In addition to the basics, such as meals, bathing or grooming, be sure the routine includes activities that are stimulating like games or exercise.
You can sort old photographs and put them in an empty photo album or use them to reminisce. Let the photos spark conversation of old memories.
Remember, long-term memories may be recalled even when short-term memories fail.
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Let's talk Quality of Life 
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This is the third in a series of articles on aging in Down syndrome. Previous issues of this newsletter contained articles on Common Medical Conditions and
Got Ideas?
If you have an idea for a newsletter article, would like to share information, or have questions about the newsletter, contact the editor of the NTG Caregiver News at ntgfamilyadvocate@gmail.com.
Some Great reads … Books by Family Members
These two books, although not related to dementia, are enjoyable reads as they share a glimpse into the lives of families living with and loving someone with Down syndrome in different parts of the world, Just Call Me Alex, Lynda Johnson Vitali, Leggere Per Cambiare, Italy, October, 2017. Lynda writes of her advocacy efforts for her son, Alex, who is now in his 30s, successfully living and working in Italy. http://www.leggerepercambiare.it/Down%20Syndrome
The Life We Choose A Sibling's Story, A. Embry Burrus, Solomon & George Publishers, 2017 . Embry shares delightful stories of life with her sister with Down syndrome, as they grew up in the south. https://www.solomonandgeorge.org/books In May 2016, the NTG began hosting a monthly online support group meeting for family caregivers. We have long recognized the valuable role family members play in supporting one another and are all constantly learning as we share our family stories. Support group participants and those who join us via email have expressed their gratitude for the opportunity to connect with others who are having comparable experiences. Over the past 1.5 years NTG members from a variety of disciplines have joined us for selected meetings and have shared their knowledge and expertise. Family caregivers have also noted the benefit of hearing from NTG members who specialize in Medicine, Occupational Therapy, Gerontology and Psychology.
There has been significant interest in the online support group. We know that there are likely many more families who are seeking answers or someone to just listen to them. We also recognize that to be effective, the online group must remain small.
Over the course of the next few months the NTG will assemble a small workgroup to develop a process to set up regional online support groups, organized by knowledgeable facilitators. In the meantime, the Alzheimer's Association has a 24-hour Call Center that families can access. A growing number of local Alzheimer's Association offices are becoming more informed about ID and Alzheimer's disease and may be able to provide family support more locally. 
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We're on the web! AADMD.org/NTG
